Background: The increase in the numbers of patients with palliative care needs
What instruments have been used to measure the effectiveness of palliative care education initiatives at the undergraduate level? A systematic literature review
Background
An ageing population coupled with advances in the treatment of chronic degenerative diseases, is likely to lead to an increased demand for health professionals who are well educated in the knowledge and skills required to provide quality care to those diagnosed with a life limiting illness 1 . The changing nature of palliative care has also seen a rise in its demand. In particular, older people are more likely than younger people to die from cardiovascular diseases, stroke, some cancers (e.g. prostate cancer), and following neurological conditions, such as Parkinson's disease and dementias. 2 Data indicates that these conditions typically have a very different dying trajectory than cancer, 3 the disease for which models of palliative care were originally developed. 4 In response, palliative care has evolved to include a wide array of treatments and therapies, provided across diverse settings including acute care, intensive care, emergency services as well as hospice and home-based care. 5 Given these trends, there is a recognition both nationally and internationally of the necessity of redesigning palliative care services to better meet patient and family/whanau needs, as demonstrated by the generation of new policies and guidelines for the incorporation of palliative care
into the health services. 6, 7, 8) With an estimated 380 full-time specialist palliative care providers across New Zealand, there is mounting pressure on this small group to cater to this growing need in addition to providing education and support to the 100,000 generalist i palliative care providers. 9 International studies have identified that 'generalists' often feel ill equipped to manage patients' palliative care needs and, in particular, struggle with identifying when a palliative approach may be appropriate. 10, 11, 12 This growing demand can potentially be addressed by ensuring an adequately trained workforce, beginning with undergraduate healthcare training. According to Keating and Teed, 13 "Growing social demand for skills in the provision of palliative care services places pressure on health professional courses to produce exemplary graduates" (p 5). Various authors have offered suggestions as to the content for undergraduate palliative care training including: an understanding of the basic principles of palliative care, appropriate interventions, planning and assessment as well as an understanding of both the diversity and inter-professional team working of clinical specialisations in the delivery of palliative care. 13 Several authors have also recommended the inclusion of education surrounding loss and grief in order to facilitate both the ability to offer psychosocial support for patients and their families as well as aid in the development of coping skills for health professionals working in this area i Generalist palliative care has been defined as "palliative care provided for those affected by life-limiting illness as an integral part of standard clinical practice by any healthcare professional who is not part of a specialist palliative care team….It is provided in hospitals by general ward staff, as well as disease specific teamsfor instance oncology, respiratory, renal and cardiac teams"
. 15, 16, 17 A training needs analysis (TNA) conducted by the National End of Life Care Programme and Connected in the UK reported that "while most health staff have some involvement in end of life care, few had received more than basic level training in this sensitive and challenging area."
18
With an increased focus on instilling appropriate skills in healthcare students, a growing number of institutions are introducing palliative care education initiatives throughout their undergraduate curriculum. Despite this increase, a great deal of debate, both nationally and internationally still surrounds the adequacy of current programmes in preparing tomorrow's health professionals with the requisite knowledge, skills and attitudes to competently deliver palliative care.
Internationally, research has indicated continued deficiencies in undergraduate palliative care education in relation to programme availability, structure and content. 19, 20 These findings have resulted in the development of a number of measurement tools designed to identify 'gaps' in current programmes as well as to inform recommendations for the future curriculum development. The evaluation of the impact of undergraduate palliative care education poses both methodological and measurement challenges. 21 While much work has been devoted to measuring changes in undergraduate student attitudes, knowledge and skills, to date there is exists no common agreement on universally applicable measurement tools. The aim of the present critical literature review was therefore to identify and evaluate the existing questionnaire tools.
Aim
To identify instruments which have been used to assess the effectiveness of palliative care education initiatives at the undergraduate level, and to consider the psychometric properties of those instruments.
Methods
A systematic review of quantitative and qualitative literature was undertaken using a framework developed by Hawker and Payne. 22 This framework was considered to be suitable as it provided a review structure adaptable to a range of methodological approaches. The review was conducted in the following stages: (1) search strategy; (2) inclusion criteria; (3) assessment of relevance; (4) data extraction and appraisal; and (5) data synthesis.
Search Strategy
The goal of this research was to conduct a systematic and comprehensive review of published evidence related to the selection/inclusion criteria. A list of keywords was developed by consensus among the reviewers, and relevant databases were searched including: ERIC, CINAHL Plus, Medline and Medline in Progress and Google Scholar, for the period 1990 to 2011. Keywords included:
programme, assessment, evaluation, effect, impact, education, palliative care, terminal care, nursing undergraduate and student. Wild card searches were used to account for word variations.
Inclusion criteria
Inclusion criteria were developed through a process of consultation between the reviewers. Consideration for inclusion required the following: 1) the topic of the research must measure skill and knowledge development and/or attitudinal change following participation in a palliative care education programme and 2) the research participants must be students at the undergraduate level. The literature was further limited to peer-reviewed articles published in English between 1990 and 2011. Both qualitative and quantitative research was eligible for inclusion.
Assessment of relevance
To achieve the final selection, three systematic and objective stages of assessment were utilised examining in turn the title, abstract and body of the paper. An initial scoping exercise, conducted by HN involved reviewing the title, and where necessary, abstract of the retrieved search items. Independent assessments of the retrieved literature by the two reviewers HN and RF were conducted utilizing a checklist developed by Hawker et al. 22 These assessments were then compared and any disagreements were discussed and resolved.
Results
A total of 14 out of an initial 112 articles met the inclusion criteria for this review. Excluded articles were not relevant to the identified criteria (See Figure 1) . Hungary. 34 The results of the review are presented below as both a summary and evaluation in light of the research objective. The 14 identified articles reported on the use or development of 13 questionnaire tools.
[ Figure 1 here]
Overview of the instruments
The majority of studies utilised pre-existing instruments. Previous studies have demonstrated that students who have completed clincial rotations and courses in palliative care expressed more comfort with death and caring for dying patients. [46] [47] [48] To address this aspect of effective education, Kwekkeboom et al. 26 assessed nursing students concerns about caring for dying patients using a 6-item scale designed by Milton 49 representing major areas of concern to nursing students. Participants were asked to rate their degree of comfort when dealing with a dying patient and their family members, ability to locate resources needed to care for a dying patients, and ability to handle their own emotions.
Barrerre et al, 24 Frommelt 35 participants' attitudes towards death using the Concept of a Good Death Measure. 51 The instrument contains 17 descriptive positive statements relating to a "good"
death. Based on the research by Walden-Galuszko and associates, 52 the measure incorporates the concepts of a "traditional" versus a "modern" death, and includes topics one might consider important at the end of life. Items were developed based on discussions with clinicians as well as a review of the lay and professional literature. The measure assesses three domains: closure, personal control, and clinical criteria. Schwartz et al. 32 used the Concerns about Dying (CD) instrument. 58 The CD contains 10 ten descriptive statements designed to assess an individual's comfort level in caring for the dying as well as general concerns about death. The CD is split into three parts: general concerns about death and dying, spirituality, and concerns about working with the dying.
Mooney 36 used the revised Collett-Lester Fear of Death Scale, 59 originally created in 1969. 60 The instrument contains four subscales, each containing seven items focusing on items relating to one's own death or the death of others.
Structure
The format most commonly utilised across the included studies was a However self-report data may not provide the best measure of behavioural competence in palliative care delivery, which is the objective of educational initiatives. Overall, self-assessment is by design both subjective and context dependent. 63 Self-reported abilities may vary from actual abilities (64, 65) Thus self-assessments should be complimented by reliable and valid external sources of information. (63, 75) In essence a multidimensional approach to assessment is required incorporating a variety of indicators and employing methodological triangulation to achieve a strategy capable of accurately assessing the effectiveness of palliative care initiatives at both the individual and programme level.
As with any other piece of research, this current review has a few notable limitations. Notwithstanding the comprehensive search, retrieval and review strategies employed, reviewed articles were limited to those published in English and the grey literature was not searched. However, no previous research examining the tools for effectively evaluating undergraduate palliative care programmes across diverse healthcare fields could be identified.
The growing pressure to produce healthcare professionals competent in the delivery of palliative care and the consequent proliferation of programmes to meet that need points to the necessity of developing research in this area.
Comprehensive and validated methodologies to assess both individual and programme development will be crucial to the success of these education initiatives. The findings of the present review provide evidence for the need for further work to achieve these goals. When patients begin to discuss death, I feel uncomfortable.
I don't look forward to being the personal nurse for a dying patient.
Managing dying patients traumatizes me.
Mooney (2005) 36
Revised CollettLester Fear of Death Scale Concept: overt (conscious) death fear and anxiety.
Target population:, adults > 18 years.
Designed to measure overt (conscious) death fear and anxiety.
Four subscales containing seven items.
Scoring on a 5-point scale ranging from 5 "very", 4-3-2 "somewhat" and 1 "not"
The circled scores are summed for each 7-item subscale. 
